Objective: Recognition is growing that to create truly patient-centred care, healthcare organizations need to partner with patients around care design. More research into the benefits of engaging patients and the most effective ways of partnering with them is needed.
| INTRODUC TI ON
Recognition is growing that to create patient-centred care, healthcare organizations need to more directly engage patients across the spectrum of health-care design and quality improvement. [1] [2] [3] A useful patient engagement framework developed by Carmen et al includes a three by three matrix that maps three levels of patient engagement: consultation, involvement and partnership/shared leadership across three domains: direct care, organizational design and policymaking. 1 To date, most patient engagement efforts have focused on the direct care domain, including such activities as patient activation and partnering around shared decision making or self-management support. 4, 5 Patient engagement at the organizational-design level has been primarily confined to consultation, using mechanisms such as patient-experience surveys or patient advisory councils. 2, 6 There have been recent examples of health-care organizations testing more robust approaches of engaging patients in quality improvement or care design 7 ; however, patients are still seldom brought in as partners or coleaders. 3, 8 Those cases where patients are engaged at the partnership level have encountered a number of challenges, including clinical staff concerns about involving patients, recruitment and training issues, differences in content knowledge, and perceived power between patients and clinical staff. 8, 9 Even when organizations make an effort to bring patients in as full partners, only a few are typically included, often relegating them to token participation. 7, 10 Overall, the studies that exist report variable benefits of engaging patients as partners and describe a need for more evidence-based models. 7, [11] [12] [13] This study presents evaluation results from a care design effort that attempted to engage patients as equal partners in design- This paper describes the care design process, including how we recruited, prepared and involved patients, and the impact patients had on the design process and its outcomes. We also present lessons learned that may be useful for organizations interested in engaging patients codesign activities. The design effort was a step in a larger process that included implementing the new role in the three clinics and evaluating its impact on patient care and satisfaction.
14 2 | ME THODS 
| Patient codesigner recruitment and orientation
Patient participants, for the initial design event, were selected from patients assigned to a primary care provider at one of the participating clinics. Letters (n = 349) were sent to a stratified random sample of patients with recent experience at a participating clinic, defined as continuous Kaiser Permanente Washington enrolment, plus at least two face-to-face visits in the prior year. We stratified by ethnicity, age, sex, insurance coverage and selected chronic conditions, and oversampled patients who were non-white, male, on Medicaid and had one or more of the selected chronic conditions. The goal was to ensure that patient participants represented diverse perspectives.
A brief phone screening provided interested patients (n = 23) with information and secured commitment. One patient codesigner was referred by clinic leadership. Twelve committed to and attended the initial design event. Eight of the patient codesigners participated
Practice implications
• Our findings and lessons learned can be used to improve partnerships with patients in the design of health-care services.
in the check/adjust event. See Table 1 for a summary of the recruitment numbers and demographic information about the twelve patient codesigners.
The design event also included 11 clinical provider/staff codesigners; thus, patients constituted 12 of the 23 (52%) active participants.
In addition to patient and clinical provider/staff codesigners, there
were five facilitators present, including two experienced Lean facilitators from the delivery system, two delivery system leaders, and the leader of the research project. See Table 2 To promote meaningful patient partnership, significant attention was paid to orienting patient codesigners before the process began.
An interactive orientation session was held at each of the two clinics participating in the study 1-2 weeks before the design event to provide patient codesigners with information about clinic processes and the primary care team. These orientations were 4 hours in length and included: an explanation of their role and expectations for participation, a clinic tour to familiarize patient codesigners with behind-the-scenes clinic activities, review of some clinical terms and time to get to know fellow patient codesigners.
| Evaluation methods
We used a largely qualitative approach to assess the impact of patient codesigner engagement on the design event process and out- 
| Participant Interviews
The evaluation team (EH and JM) conducted interviews with all the non-research team participants (n = 27) after the first design event;
with the 8 participating patient codesigners; and two of the facilitators after the second event (see Table 2 for interview counts by role 
| Observation and survey data
The evaluation team (EH and JM) observed the design events using a tool developed by the research team to capture information on content, group collaboration, facilitation, and level of patient codesigner engagement and input into the design. Design event participants completed a short, anonymous survey assessing experience, satisfaction, challenges and perceptions at the conclusion of each day.
| Analysis
Interview transcripts were coded using a modified template approach. 16, 17 Themes were derived from a priori topics and inductively. For observational data, the text was reviewed by two members of the analysis team (EH, JM) who generated a list of preliminary themes that were compared to the key themes highlighted in the interview coding memos to identify areas of similarity and difference.
Differences and specific examples were discussed with the qualitative research team to reach shared understanding of observation themes.
| RE SULTS
The findings presented here focus on four overarching themes that emerged from analysis of qualitative interview and observational data-overall impact of including patient partners in the design process; the collaboration experience; patient expertise and unique contributions; and the impact of the design event on participants.
| Impact of patients on the design process
Most respondents stated that involving patients in the design event influenced the design of the new service; as one participant stated, '…I think they had their fingerprints on everything' (Facilitator #24).
Nearly all respondents said that having patients actively participating in the process changed discussions and activities so that a more patient-centred design emerged overall. Many respondents described satisfaction with the final product and the process. Specific impacts noted included comments about where the service should be physically located in the clinic, and diverse community needs and resources that staff participants may have overlooked.
Finally, patient impact was noted by respondents at the 'checkand-adjust' session held 15 months after the role was implemented, when patients learned about what was and was not working in clinics. Patient codesigners advocated effectively for the use of 'warm handoffs' (ie taking the patients in-person to meet the community resource specialist) to address issues that had surfaced in the referral process. This element had been part of the initial design but de-emphasized in implementation.
| Experiences of collaboration
All respondents described effective collaboration between patient and clinical provider/staff codesigners, many linking this to the egalitarian and democratic atmosphere they felt was fostered at the event. In particular, some participants reported that despite a clear difference in technical expertise between patient and clinical provider/staff codesigners, they did not experience a power differential.
All 12 patient codesigners felt their thoughts and opinions were respected during the design workshop.
'It is astounding to see a doctor working along with a patient-the degree of separation between the two is tremendous, even in our society, and yet here they were working side by side, giving ideas and exchanging ideas, accepting ideas, and it wasn't a case of them telling us 'oh, this is a lot better to do it this way than this way'.
Patient codesigner #6
Clinical providers/staff codesigners reported having some concerns about how the patient codesigners would interact with clinical provider/staff participants or comport themselves overall, especially if they had negative health-care experiences. In the end, many reported positive collaboration experiences.
'The first day I was a little concerned because the patients kind of wanted their voice heard and I wasn't sure how we were going to get through all the processes that needed to happen. But… the patients were very helpful in some decision making…they really wanted to understand how we do things and/or what are some of our barriers so that they could help design the role. …The first day I was like oh my goodness, we're not going to get through any of this work.
So yeah, at the end I was quite pleased'.
Clinical provider/staff codesigner #20
Participants thought that interactive aspects of the event were important in engaging patients in the process. In particular, participants highlighted role-playing for focusing on the patient perspective and small groups for engaging a diverse group of people, including patients who may feel more comfortable speaking in a smaller group.
Participants recognized the need for good facilitation to meaningfully engage patients in this type of event and ensure that all voices were heard.
'I think the role-playing helped me out tremendously.
I always find role-playing to be a good tool because it lets people relax, it lets people loosen up and be more open than just direct talk'. Patient codesigner #5
| Patient expertise and experiences
Participants described how patient codesigners brought a different kind of expertise than clinicians, adding value to the design process in two key ways. First, 75% of patient codesigners had experience with significant or chronic conditions and shared their personal care experiences at key moments to bring the patient experience to life.
Interjection of patient experience into discussions was seen as critical. 
| Impact of the event on patient codesigners
In addition to developing a more patient-centred product, some patient codesigners described a sense of personal growth or satisfaction from participation. Although some found that use of clinical terminology and jargon could make it difficult to follow all discussions, they described the benefits of learning new skills, interacting with different communities and better understanding how to access care.
'It not only made me feel more part of the whole group and the process, but it also helped me with some of my fears as far as speaking in front of others. So, it was really awesome'.
Patient codesigner #3
The survey data from participants showed that both patients and clinical providers/staff were satisfied with the process and felt they had contributed in a meaningful way. Eighty-four percent of participants reported being very satisfied with the final outcome of the initial design event. When asked about specific aspects of the experience, patient codesigners and staff reported always or almost always contributing in a meaningful way to the process (97%), that their comments and views were always respected (91%), and that the team always or almost always worked well together (99%).
| D ISCUSS I ON AND CON CLUS I ON
This study presented evaluation results from a care design effort that attempted to engage patients as equal partners in designing a new clinic service in three primary care clinics. Interviews with patient and provider/staff codesigners and event facilitators suggested that including a significant number of patients in the codesign process had a positive impact on both the process and the ultimate design of the new service. Participants reported that patients helped create a more patient-centred and higher quality role and that the collaboration between clinical provider/staff codesigners and patient codesigners allowed a more diverse set of perspectives to be taken into consideration. Patients also brought unique experiences and expertise to the discussion that enriched the design process.
Some patients found the design event allowed them to develop new skills and develop a new level of confidence in speaking out.
While engaging patients as partners in quality improvement and care design is not a new concept, 18 there are relatively few studies that provide clear guidance about best practices and expected outcomes. 19 Our project added two design features that The remainder of the discussion highlights a few key lessons learned from our project that may be useful for other health-care
organizations considering a patient-engaged design process.
| Lessons Learned

| Recruit patients using a clear sampling strategy
Our recruitment strategy was critical to ensuring that patient codesigners represented a diverse range of perspectives. We found that patient codesigners not only contributed from their perspectives as patients, but also brought a wealth of personal and professional knowledge to the design process. This is consistent with other studies that stressed the importance of matching patient experience and background to the content of the care design process to ensure that patient contributions are valuable.
7,21,22
| Create a shared understanding of the patient role among all participants
A key challenge found in the literature is engaging patients as equals in care design therefore taking time early to create a shared understanding of the patient role and the specific expertise that they bring to the table is a key step in the process. 21 This project was able to do this through the patient orientation process and careful attention to facilitation techniques.
| Involve enough patients to have a critical voice in the conversation
Our study clearly demonstrated the feasibility and value of involving more than a few token patients. Other scholars in this area have suggested that involving more patients could change the atmosphere by addressing power dynamics often present between clinical providers and patients, creating a cohort experience that empowers patients to contribute and enabling group understanding that patients are not a monolithic group and bring differing perspectives. 9, 22 Our findings validated these assertions.
| Include activities and facilitation that allow patients to participate fully as collaborators within an egalitarian atmosphere
Our design drew heavily on literature that suggested that including a variety of activities encourages patients to share their expertise. 23 We incorporated icebreaker activities, small-group work, role-playing and large-group report outs in order to create many different opportunities to codesigners to share their insights and opinions.
We also encouraged shared leadership and fostered collaboration by having patient codesigners take on key leadership, report out and facilitation roles. 
| LI M ITATI O N S
A few limitations should be noted. The work was carried out in a large, integrated US health-care system, and the results may be different in smaller systems and those outside of the United States.
Study resources offset some of the costs of implementing the patient engagement activities, including patient compensation, recruitment and orientation, and those resources would need to be found in a system replicating the process.
| CON CLUS ION
This study incorporated several unique elements into a collaborative care design process, including having a large number of patient codesigners and systematically recruiting them to bring diverse perspectives to the process. We hope that our findings and lessons learned can help support the greater and more effective use of partnerships with patients in care design and shape future research aimed at understanding the benefits of patient engagement.
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